beginning to consider trust among patients and community members who are involved in research roles as collaborators and partners.
The lack of validated tools to measure trust hampers our ability to determine the most effective ways to engender and improve trust. A systematic review identified 45 instruments that measure trust. 6 The most frequently identified dimensions of trust in health systems are honesty, competency, fidelity, confidentiality, and global/system trust, whereas safety, fairness, and communication are more consistently identified dimensions of trust in the research setting. All but 2 of those 45 instruments were developed to measure trust in health systems or were designed for use by health professionals, not researchers. Because the relationships between health providers and patients are different from those between researchers and patient and community stakeholders, these existing instruments are not ideal for assessing trust in research partnerships. This difference was prominent in the work of the Greater Plains Collaborative, which contrasts trust in patient versus community engagement. 7 Trust among patients was more likely built on interpersonal relationships, codified through formal processes, and unlikely to be transferred to others.
Interestingly, concerns about safety and fairness are also more common among racial and ethnic minorities 8, 9 and may reflect the underlying vulnerability that is inherent in research. Personal experiences with health systems, unequal access to health care, experiences with discrimination, and the history of unethical biomedical research likely contribute to the lack of trust among minorities. 1, 10, 11 Other groups experiencing health inequities, such as individuals with lower educational attainment, also tend to be less trusting of research and the medical establishment. Consequently, the populations most likely to make research more relevant to them through engagement, are those less likely to engage, and lack of trust is a major reason why. Understanding this variability in levels of trust by population will require that trust measures be valid and relevant across populations. Engagement is required, then, even to develop effective trust measures.
Recognition of the different influencers and dimensions of trust is essential because trust instruments that measure competency, fidelity, and confidentiality may not capture lack of trust related to safety, communication, fairness, and negative intentions. In addition, dimensions of trust may present differently in community-academic partnerships, than among volunteers who are study participants. For example, a study participant who lacks trust related to fairness may be concerned that he is more likely to be randomized to placebo than a treatment deemed more beneficial, though a patient advocacy organization partnering in a research study may not trust the research team to fairly distribute resources.
Within the research setting, and perhaps more broadly in the health care system, the focus on trust is often on changing the patients, participants, or community members to make them more trusting. The attention is on the public's lack of trust or distrust in research, and typically not on whether researchers are trustworthy. This framing, which may be subconscious, absolves researchers and the research enterprise of their roles in the relationship. The onus is on the public to change and be more trusting. Researchers and research institutions must place greater emphasis on being trustworthy and creating a culture that is inclusive and mutually respectful. This will require a shift in how researchers consider trust such that patient and community perspectives on trustworthiness of the research enterprise are more central.
To enhance trust and build more effective patient and community-academic partnerships will require tools and strategies based on 3 concepts (Fig. 1): (1) The most important dimensions of trust differ based on the role in the research such that trust related to public involvement in more advanced research roles is often related to fairness and communication, and less related to competency and systems trust. (2) Developing new tools to measure trust and testing interventions to improve trust must be done in partnership with patients and communities. This will ensure that instruments include content areas that reflect the research roles and include definitions and perceptions of trust relevant to underrepresented populations. Valid tools will improve understanding of trust and facilitate more precise assessment of strategies to amplify trust. Ideally new approaches to enhance trust simultaneously address researchers' trustworthiness and create more opportunities for colearning.
